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 Understanding Patients’ Experiences of 
Treatment Burden in Chronic Heart Failure 
Using Normalization Process Theory

ABSTRACT
PURPOSE Our goal was to assess the burden associated with treatment among 
patients living with chronic heart failure and to determine whether Normalization 
Process Theory (NPT) is a useful framework to help describe the components of 
treatment burden in these patients.

METHODS We performed a secondary analysis of qualitative interview data, 
using framework analysis, informed by NPT, to determine the components of 
patient “work.” Participants were 47 patients with chronic heart failure managed 
in primary care in the United Kingdom who had participated in an earlier quali-
tative study about living with this condition. We identifi ed and examined data 
that fell outside of the coding frame to determine if important concepts or ideas 
were being missed by using the chosen theoretical framework.

RESULTS We were able to identify and describe components of treatment bur-
den as distinct from illness burden using the framework. Treatment burden in 
chronic heart failure includes the work of developing an understanding of treat-
ments, interacting with others to organize care, attending appointments, taking 
medications, enacting lifestyle measures, and appraising treatments. Factors that 
patients reported as increasing treatment burden included too many medications 
and appointments, barriers to accessing services, fragmented and poorly orga-
nized care, lack of continuity, and inadequate communication between health 
professionals. Patient “work” that fell outside of the coding frame was exclusively 
emotional or spiritual in nature.

CONCLUSIONS We identifi ed core components of treatment burden as reported 
by patients with chronic heart failure. The fi ndings suggest that NPT is a theoreti-
cal framework that facilitates understanding of experiences of health care work 
at the individual, as well as the organizational, level. Although further explora-
tion and patient endorsement are necessary, our fi ndings lay the foundation 
for a new target for treatment and quality improvement efforts toward patient-
centered care.

Ann Fam Med 2011;9:235-243. doi:10.1370/afm.1249.

INTRODUCTION

C
hronic heart failure is an increasingly common, complex health 

problem that requires substantial personal investment from patients 

to manage disease demands. It is characterized by high levels of 

morbidity and mortality, and requires patients to follow complicated medi-

cation regimens and enact numerous lifestyle changes.1-5 This situation 

involves complex interactions between (1) factors related to health care 

professionals and systems, including organization and delivery of care,6 

clinical superspecialization, and disease-centered approaches7; timetabling 

and resourcing of appointments, tests, and treatments8; and health care pro-

fessionals’ assumptions about patient expectations and behaviors9; and (2) 
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factors related to patients’ individual characteristics,10-12 

the social and economic resources available to them,13,14 

and their experiences of medical management, includ-

ing appointments for evaluation or advice; enacting life-

style changes and self-care; taking multiple medications; 

and living with therapeutic devices such as implantable 

cardioverter-defi brillators.1

In other words, chronic heart failure is an illness that 

places a great deal of work on the patient. It is likely 

that with continual advances in the fi eld of medical sci-

ence and technology, treatment regimens will become 

increasingly complex. Because of the demographic pro-

fi le of people with chronic heart failure, this population 

often has comorbidities that will also have specifi c and 

sometimes demanding management plans, with limited 

coordination of care by health services exacerbating 

this workload. This situation creates a need for patient-

centered rather than disease-centered services.7,15-17

Unsurprisingly, patients with chronic illness who 

perceive their management plans as more demanding 

are less likely to adhere to treatments.16,18 Nonadher-

ence is a common problem for patients with chronic 

disease, with only 50% of them adhering to prescribed 

medication.14,19 Increasing treatment burden therefore 

has the potential to induce nonadherence, wasted 

resources, and poor outcomes, especially in those with 

complex comorbidities,15 thus making it an area worthy 

of further investigation.

Previous studies in this sphere have described the 

components of treatment burden in a limited way, for 

example, in relation to individual treatment adverse 

effects,20,21 or have included very small numbers of 

participants.2 The research has therefore not provided 

a picture of the entire treatment burden experienced 

by patients, often excluding those with comorbidi-

ties,22 who represent almost one-half of all patients 

with chronic disease.16,23 Understanding the burden of 

treatment in this population is also important because 

patients with more than one condition to manage are 

at higher risk for preventable hospital admissions.

The aim of this study was to identify and under-

stand the components of treatment burden in patients 

with chronic heart failure and comorbidity. A robust 

conceptualization of patient burden is needed in order 

to inform the development of tools to measure this 

burden and identify those most at risk.

To facilitate understanding of the components and 

dimensions of treatment burden, we used Normaliza-

tion Process Theory (NPT). We hypothesized that this 

theory would be a useful conceptual tool because it 

provides a robust analytic framework for understand-

ing the organization and operationalization of tasks 

(their implementation), of making them routine ele-

ments of daily life (their embedding), and of sustain-

ing embedded practices in their social contexts (their 

integration).24 NPT was developed through rigorous 

qualitative research24-26 and has been successfully used 

to understand the “work” involved in sickness careers.27 

It explains how the work of enacting an ensemble of 

practices (here, the components of treatment burden) is 

accomplished through the operation of 4 mechanisms 

(Table 1): coherence (sense-making work), cognitive 

participation (relationship work), collective action 

(enacting work), and refl exive monitoring (appraisal 

work).24 We aimed to use NPT to identify, describe, 

and understand the components of treatment burden 

experienced by patients with chronic heart failure.

METHODS
We carried out qualitative analysis on archived 

interviews with patients having chronic heart failure 

T able 1. Normalization Process Theory Constructs

Coherence
(Sense-Making Work)a 

Cognitive Participation 
(Relationship Work)b 

Collective Action
(Enacting Work)c

Refl exive Monitoring
(Appraisal Work)d

Differentiation:
Defi ning, dividing up, and 
categorizing task

Enrollment: recruiting the self 
and others to tasks

Skill set workability: allocating 
tasks and performances 

Reconfi guration: changing tasks

Communal specifi cation: mak-
ing sense of shared versions 
of tasks 

Activation: organizing a shared 
contribution to tasks

Contextual integration: support-
ing and resourcing tasks in their 
social contexts

Communal appraisal: shared evalua-
tion of contributions and tasks 

Individual specifi cation: making 
sense of personal versions 
of tasks

Initiation: organizing an indi-
vidual contribution to tasks

Interactional workability: doing 
tasks, and making outcomes, in 
practice

Individual appraisal: individual 
evaluation of contributions and 
tasks 

Internalization: learning how to 
do tasks in context

Legitimation: making tasks the 
right thing to do

Relational integration: making 
and communicating reliable 
knowledge about tasks

Systematization: organizing a reli-
able stock of knowledge about 
tasks

a Investing in making tasks meaningful. 
b Investing personal and interpersonal commitment to tasks.
c Investing effort and resources in tasks.
d Investing in comprehending.
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who lived in the United Kingdom and were being 

managed in primary care. These interviews were 

originally undertaken to explore patients’ knowledge, 

understanding, and experiences of living with chronic 

heart failure and its management, including their 

information needs, the experience of the illness on 

their everyday lives and relationships, and the coping 

strategies adopted.28 The interviews were designed to 

gain insight into both the illness experience and the 

experience of disease management from the patient’s 

perspective, and transcripts therefore contained data 

on treatment burden. A copy of the interview sched-

ule is provided in Supplemental Appendix 1 (avail-

able at http://www.annfammed.org/cgi/content/

full/9/3/235/DC1). In this reanalysis, we focused on 

what the data could tell us about the work of living 

with chronic heart failure and the treatment burdens 

that stem from it.

Participants were purposely sampled to ensure a 

wide range of ages as well as sex equality. Data con-

sisted of interviews with 47 patients: 29 men and 18 

women ranging in age from 45 to 88 years (mean age, 

73 years). The sex distribution was even across the 

age categories. All patients had chronic heart failure 

confi rmed by echocardiography and were receiving 

treatment with both angiotensin-converting enzyme 

inhibitors and diuretics from their family practitioner. 

The number of prescribed medications ranged from 

4 to 13 (mean, 7), and the number of comorbidities 

ranged from 1 to 7 (mean, 3). The participants were, 

therefore, in these respects, typical of the popula-

tion of chronic heart failure patients who are usually 

encountered in a primary care setting.

Interviews with these patients had been transcribed 

verbatim, and the transcripts were subjected to theory-

led qualitative analysis. Two of the authors (K.G. and 

F.S.M.) drew on published work describing NPT24 to 

design a coding framework that accorded to the core 

constructs of the theory (Table 2) and illustrated how 

each of the components of treatment burden related to 

the NPT constructs. With this approach, we were able 

to operationalize the theory in a stable and consistent 

way, independently of the theory’s developer (C.R.M).

We followed the 5 stages of framework analysis 

described by Ritchie and Lewis29,30: familiarization, 

identifying a thematic framework, indexing, charting, 

and mapping and interpretation. Data on all health- and 

treatment-related issues, including comorbidities and 

their management, were coded. Because C.R.M. had 

led the development of the theory, 2 other authors 

(K.G. and F.S.M.) conducted primary coding of data; 

however, C.R.M. did adjudicate on disagreements 

about coding. The distribution of codes was recorded, 

and importantly, any data that fell outside of the cod-

ing frame were identifi ed and examined to determine if 

important concepts or ideas were being missed by using 

Table 2. Normalization Process Theory Coding Frame for the Treatment Burden of Chronic Heart Failure

Coherence 
(Sense-Making Work)a

Cognitive Participation 
(Relationship Work)b

Collective Action 
(Enacting Work)c

Refl exive Monitoring 
(Appraisal Work)d

Differentiation: understanding and 
differentiating between aspects 
of the illness, tests, treatments, 
and the roles of different health 
professionals

Enrollment: engaging with 
friends, family, and health 
professionals with regards 
to the illness and its man-
agement to enable them to 
provide support

Skill set workability: setting a 
routine/strategy to cope with 
symptoms, exacerbations, and 
emergency situations, that is 
therapeutic interventions and 
self-monitoring

Reconfi guration: altering a 
set routine when required, 
such as medication regimens 
or appointments, to fi t in 
with daily activities or other 
arrangements

Communal specifi cation: gaining 
information about the illness and 
its management with the help of 
others, for example, friends, fam-
ily, or health professionals

Activation: arranging help (eg, 
logistical, administrative, or 
expert) from health profes-
sionals, social services, or 
friends and family

Contextual integration: mak-
ing sure you have the right 
fi nancial and social resources, 
and integrating the illness into 
social circumstances

Communal appraisal: discussing 
or altering current management 
plans already initiated, in dis-
cussion with health profession-
als or friends and family

Individual specifi cation: achieving 
your own understanding of the 
illness and its management in 
personal terms, through personal 
research such as reading, or per-
sonal life experience

Initiation: using organizational 
skills to arrange one’s own 
contribution to manage-
ment, such as arranging pre-
scriptions, social care, and 
transport to appointments 

Interactional workability: taking 
treatments, enacting lifestyle 
changes, attending appoint-
ments, enduring symptoms 
and side effects 

Individual appraisal: assessing 
individually whether to con-
tinue or alter current manage-
ment plans

Internalization: relating your 
experience to the illness and its 
treatment, understanding its 
implications, knowing when to 
seek help

Legitimation: seeking reassur-
ance about treatments from 
others about appropriate-
ness of management plans

Relational integration: develop-
ing relationships with and con-
fi dence in health professionals 
and their interaction with each 
other; overcoming barriers in 
accessing care 

Systematization: developing ways 
of keeping up to date with 
newly available treatments 

Note: In each cell, the fi rst entry is the subcomponent, followed by the description.

a Understanding the prospect of having chronic heart failure, what it means, and how the condition may be managed.
b Investing personal and interpersonal commitment to living with the condition and its management.
c Investing effort and resources in management, carrying out tasks, and experiencing the Illness.
d Refl ecting on the effects of therapies in retrospect and determining whether to modify them.
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the chosen theoretical framework. 

Additionally, because we used 

both archived data and framework 

methods, the iterative analysis of 

data normally undertaken in qual-

itative research was inappropriate.

We skeptically sought evi-

dence for the adequacy of the 

NPT to help us defi ne phenom-

ena related to treatment burden, 

explain mechanisms, and make 

claims about treatment burden as 

a process. We therefore practi-

cally tested its usefulness as an 

analytic tool in the same way 

that other researchers have deter-

mined the usefulness of NPT for 

explaining processes at play in 

the implementation and integra-

tion of complex interventions.25 

This process was essential to 

ensure that the analysis was not 

forced in any way and that it was 

equally possible for the coding 

frame to be assessed as inappropriate for categorizing 

the data as being affi rmed as “fi t for purpose.”

We sought and obtained ethical approval from the 

Liverpool Ethics Committee. All participants gave their 

written informed consent.

RESULTS
Components of Treatment Burden
We identifi ed 4 components of treatment burden, 

described below. A full taxonomy of treatment burden 

and examples of quotations from participants is shown 

in Supplemental Table 1 (available at http://www.

annfammed.org/cgi/content/full/9/3/235/DC1), but 

Figure 1 summarizes the simple typology of treat-

ment burden constructed from our fi ndings. The main 

components (or themes) were learning about treat-

ments and their consequences (sense-making work); 

engaging with others (participation work); adhering to 

treatments and lifestyle changes (enacting work, the 

most prominent theme); and monitoring treatments 

(appraisal work). These components are explained 

more fully below and are illustrated in the vignette con-

structed from the interview data (Figure 2).

 Learning About Treatments and Their 

Consequences: Sense-making Work

Learning about treatments and their consequences 

(effects) describes the work patients have to undertake 

to fi nd out about and develop an understanding of 

treatments, various aspects of management, and their 

consequences. Patients frequently mentioned this 

theme, whereby they had to work to make coherent 

disparate understandings of their illness experience. 

For example, in relation to medications, they described 

having to learn names of tablets, understand why med-

ications were being taken, and differentiate between 

different treatments. For example:

Well, I know they are water tablets, but I always thought 

that that was a heart tablet, but it’s to do with the blood 

pressure…. It does strengthen the heart as well, but it’s 

mostly for blood pressure (patient 24).

Patients also mentioned the work involved in 

understanding tests and their results. They were 

sometimes uncertain of why the tests had been done 

or what the results meant. Polypharmacy and having 

multiple tests increased the diffi culty of achieving 

coherence.

Indeed, patients described challenges in obtaining 

information from others, such as health professionals, 

and described a range of activities they undertook, 

such as reading patient information leafl ets, to address 

knowledge gaps. As one patient stated:

The only information that I get…is when you get these tab-

lets in box form and they try and explain it to you. You get 

a bit more information that way than you would do in any 

other cases…. Reading the leafl et, the print is that small and 

they use very big words for the likes of me—it’s foreign, I 

don’t know what it means (patient 23).

 Figure 1. A simple typology of treatment burden in patients with 
chronic heart failure.

Learning about treatments 
and their consequences

Gaining an understanding of 
the illness, investigations, and 
treatments

Knowing when to seek help

Adhering to treatments and 
lifestyle changes

Attending appointments and 
taking medications

Enacting lifestyle changes

Overcoming barriers such as 
accessibility to health care 
and poor continuity of care

Integrating treatments into 
social circumstances. 
includes fi nancial efforts

Engaging with others

Gaining support, advice, reas-
surance relating to treatments

Using organisational skills for 
transport, prescriptions etc

Monitoring the treatments

Altering management 
routines

Appraising treatments and 
medical advice

The 
Patient
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Another type of work mentioned was determining 

whether a treatment is working and knowing when 

to seek help. All of these activities required time and 

effort by participants.

Engaging with Others/Mobilizing Resources: 

Participation Work

Patients’ engaging with others or mobilizing resources 

to help them with their required treatments encom-

passed a number of different activities. They fre-

quently mentioned engaging with family members, 

for example, about their illness and its management, as 

well as having to arrange for others to provide practi-

cal support. Patients also spent time engaging with 

their family practitioner to access specialist advice or 

secondary care, which they often found challenging. In 

addition, patients described expending time and effort 

on the organizational aspects of self-management, for 

example, organizing prescriptions and arranging trans-

portation to appointments.

Much effort was thus expended mobilizing 

resources to help with the many practical, often 

administrative aspects of care, as one patient expressed:

My daughter took it (prescription) up to the doctors, when 

I go to the doctors I get my prescription from them. If I’m 

getting a repeat, my daughter (takes) it up to the chemist and 

X in the chemist (takes) it to the doctor, (gets) everything 

signed and it will be ready today, so 

my daughter will bring it down.... I 

can’t get up there… (patient 25).

Time was also spent checking 

whether others, such as friends 

or family, thought that manage-

ment plans were worthwhile and 

exploring what others thought 

of their progress or outlook. 

Patients also sometimes enlisted 

family members or friends to try 

to help them make sense of their 

treatments.

Adhering to Treatments and 

Lifestyle Changes: Enacting 

Work

The component of adhering to 

treatments and lifestyle changes 

describes the logistic, organi-

zational, fi nancial, and practical 

day-to-day activities patients 

have to undertake to adhere to 

treatments and recommended 

lifestyle changes, a major ele-

ment of treatment burden that 

they commonly mentioned. This 

work included setting routines 

to cope with often complicated 

management plans. Patients 

frequently described a laborious 

regimen with many medications, 

often with troublesome adverse 

effects. It was clear that dealing 

with medication regimens and 

treatment adverse effects con-

sumed vast amounts of time and 

energy. Patients reported that 

higher numbers of medications 

contributed to a greater burden, 

 Figure 2. A vignette illustrating the components of treatment burden.

Mr A, 58 years old, is a car mechanic who lives alone. He has recently been feeling tired and short of 
breath, but had put this down to “getting older.” He wakes up one morning feeling extremely breath-
less, phones an ambulance, and is taken to hospital. He is admitted, investigated, and started on a 
range of therapies and told he has heart failure.

GAINING AN UNDERSTANDING OF TREATMENTS

Before being discharged home, Mr A is visited by a heart failure nurse, who says she will see him 
every month at the clinic, and that he will see the cardiologist once every 6 months. She gives 
him information leafl ets on heart failure and arranges his fi rst appointment. He is also visited by 
a dietician, who tells him to cut his fat and salt intake and gives him more leafl ets to read.

USING ORGANIZATIONAL SKILLS

For the next few weeks Mr A fi nds that he is struggling to cope and arranges for his daughter 
to take him to his appointments at the hospital, but he has to cancel his fi rst one as his daughter 
can’t take him and he doesn’t feel well enough to use public transport. He is offered another 
appointment the following week, but this is the same day as his appointment with the practice 
nurse for his annual CHD check up, so he arranges one for the week after that.

“I rang them to say I didn’t feel able and I told them where I’d been and what had happened and 
they said that they would give me another appointment and that came this morning in the post.”

OVERCOMING ACCESS BARRIERS

He tries to make an appointment with his family doctor on the same day he is seeing the practice 
nurse so that he can ask him some questions about his treatments, but he cannot get an appoint-
ment on the same day so will need to attend to practice twice.

“I thought I’m going to see Dr X and I couldn’t get in so I thought I’d see Dr Y – I couldn’t get 
in so that was on the Monday now the fi rst appointment was for the Wednesday.”

TAKING MEDICATIONS

Mr A also has to attend the practice every month to collect his prescription. He is now taking 
a total of 12 tablets a day, which he is struggling to fi nance because he is unable to work. He 
takes 6 tablets in the morning, 2 at lunchtime, 1 after dinner, and 3 at bedtime. Some of them 
need to be taken before food and some after, so he fi nds this diffi cult to plan. Sometimes he 
forgets to take them, so he has started a diary.

“I’ve got a book and I note everything down. I note down when I’ve taken it, the dose, I note 
the time, the drug and when I’ve taken it.”

ALTERING MANAGEMENT ROUTINES

One of his medications is a water tablet, which he misses out if he has to go out of the house 
that day.

“If I’m going on a long trip on the bus well I never take one (furosemide) in the morning 
because you have to keep going to the toilet, so if I’m going a long way I miss the morning.”

APPRAISING TREATMENTS

When he sees his family doctor, he asks him whether he thinks he should be taking all these 
tablets, as sometimes he worries that they interact and is not convinced that they help him. He 
has tried to read the leafl ets that come with the medication, but the writing is too small. The 
doctor reassures him, and they decide together to cut the dose of his water tablet. His daughter 
has bought him a computer, and he regularly searches the Internet for information on his condi-
tion, but he continues to question whether his treatments are really necessary and is beginning 
to wonder whether all this effort is really worth it.
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and found that using tools such as log books, records, 

and dosette boxes (pill organizers) helped them to 

follow their regimens more accurately, as one patient 

stated:

I’ve got a book and I note everything down. I note down 

when I’ve taken it, the dose, I note the time, the drug, and 

when I’ve taken it (patient 10).

Much effort was also expended on the fi nancial 

consequences of chronic illness and trying to adapt 

daily activities and home circumstances to accommo-

date life with a chronic condition. Patients reported 

the considerable work of attending appointments, 

with multiple visits to the hospital for tests and clinic 

appointments, recurrent admissions, and frequent visits 

to their family practitioner. This burden was worsened 

by poor communication at the primary-secondary care 

interface, as patients had to make numerous appoint-

ments with family practitioners until contact had 

fi nally been made with their specialist, enabling man-

agement plans to be altered.

Patients also described diffi culties accessing a range 

of services, including health and social services; trou-

ble accessing social services sometimes exacerbated the 

problems individuals encountered in integrating their 

illness and its management into their social circum-

stances. Both reception staff and health professionals 

were often perceived as too busy to help.

Additionally, poor coordination and lack of conti-

nuity of care was a recurring theme that made it more 

diffi cult for patients to develop effective therapeutic 

relationships and adversely affected levels of confi -

dence in professionals and management plans, as this 

patient described:

The thing is, it’s wasting my time asking any doctor in the 

practice because they don’t know. It’s because I see Dr X and 

she says that she’s had nothing from the hospital for months. 

I’m going down to see a specialist all the time, but it’s just 

that they are slack in telling my doctor…there is defi nitely a 

breakdown in paperwork (patient 8).

Monitoring the Treatments: Appraisal Work

Monitoring treatments describes the work patients 

undertook to continuously track their treatments and 

adjust them if necessary. Patients described indepen-

dently reviewing and altering medication regimens to 

fi t in with their planned schedule of activities on a day-

to-day basis, particularly altering the timing of taking 

certain medications such as diuretics. For example, one 

patient stated the following:

If I’m going on a long trip on the bus, well I never take one 

(furosemide) in the morning because you have to keep going 

to the toilet, so if I’m going a long way, I miss the morning 

(patient 33).

Patients also reviewed and amended other aspects 

of their condition management, for instance, in relation 

to lifestyle advice relating to diet or exercise. Much 

time was spent assessing management plans either with 

the help of others (mainly medical staff) or alone. Only 

a single patient mentioned keeping up to date with new 

treatments.

Data Outside the Coding Framework
A small proportion of data fell outside our coding 

framework. These data either (1) were not related to 

the health of the individual or their treatments, or (2) 

focused on beliefs/attitudes or emotions (eg, spiritual-

ity or feelings about death) rather than on the burden 

of treatment. The following quotation exemplifi es data 

of this nature:

The only thing I dread is being in a nursing home or some-

thing like that. I only hope that when my active life comes to 

an end that the Lord will take me home and I’ll go to heaven 

(patient 38). 

DISCUSSION
Our study shows the wide range and substantial bur-

den of “work” patients with chronic heart failure need 

to undertake to manage their disease, a largely unex-

plored subject.

Coherence, the work of understanding treatments 

and tests, was a clear challenge for participants. A 

substantial existing body of research demonstrates 

that improving understanding by enhancing access to 

information and improving the patient–health profes-

sional consultation can increase medication adher-

ence.31 The idea that patients must work to achieve 

coherence of disparate understandings of their illness 

experience and facts about treatment is a critical 

and largely unarticulated idea, however. These fi nd-

ings underscore the importance of ensuring adequate 

access to information and good communication 

between patients and health professionals.

Management of chronic illness currently tends to 

be disease centered rather than patient centered, with 

each patient attending multiple primary and secondary 

care appointments on different days for various clini-

cal needs. The adverse effects on treatment burden 

for the individual may contribute to the high nonat-

tendance rates at so many hospital and primary care 

appointments32-34 as patients become overwhelmed 

with appointments to organize and transportation 

to arrange. It is possible to arrange the workup and 

management of chronic conditions more effi ciently, 

so that multiple tests can be conducted and results 

obtained in a single visit, or different appointments 

can be arranged for the same day, in both primary and 
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secondary care. Precedents for this exist, for example, 

so-called one-stop heart failure services, which enable 

patients to go to the hospital for a comprehensive 

assessment involving blood tests, electrocardiogram, 

echocardiography, and access to a consultant cardi-

ologist. Such methods of service provision have been 

adopted in a number of clinical areas and could be 

extended. As well as improving coordination of care, 

promoting bidirectional fl ow of information electroni-

cally between primary and secondary care services 

could reduce the burden for patients caused by current 

ineffi ciencies in the system.

Polypharmacy and frequent alterations of medica-

tions present a challenge to patients with chronic heart 

failure. Participants emphasized the importance of tools 

such as log books and dosette boxes to aid medica-

tion adherence, thus demonstrating the importance of 

ensuring the widest possible availability of such tools 

to minimize treatment burden. It is possible to reduce 

the burden of taking multiple medications by altering 

medication regimens to ensure the least number of tab-

lets or dosing times; however, the confl ict between cost 

and convenience for patients requires consideration. 

For example, it may be cheaper to prescribe 2 tablets at 

one-half the dosage rather than 1 tablet of the full dos-

age. These diffi cult prescribing decisions must be made 

on a case-by-case basis and, in the United States, are 

likely to depend on a patient’s fi nancial circumstances 

and insurance arrangements. The use of so-called 

polypills, which combine multiple drugs in a single pill, 

is an innovative but controversial idea that has recently 

received attention in medical research.35 There has 

been skepticism about effi cacy and adverse effects of 

such medication, but this is certainly an interesting area 

that requires further investigation, as a polypill has the 

potential to reduce treatment burden for patients.36

Lastly, and importantly, continuity of care was 

clearly key to participants, a factor likely to be more 

important to those with chronic rather than acute ill-

ness, and one that policy makers and practitioners must 

consider. An excellent example underscoring the need 

for continuity is that participants described frequent 

alterations to medication as a result of a lack of conti-

nuity of care, and again, a more coordinated, patient-

centered service would ease this burden for patients.

It is noteworthy that very few treatment burden 

data fell outside our NPT coding frame, and any that 

did consisted of emotional work, for example, spiritual 

thoughts or anxieties about death. Certain aspects 

of emotional work, such as forming personal beliefs 

about treatments, refl ecting on management plans, 

dealing with symptoms of depression, and developing 

confi dence in health professionals, can be identifi ed by 

our coding frame. We conclude, however, that some 

aspects of emotional work are not assessable in their 

entirety by NPT, and because emotional burden is an 

important aspect of living with chronic heart failure 

demanding comprehensive assessment, it is better 

addressed using other measures. Numerous quality of 

life instruments are available for assessing patients with 

chronic heart failure, many of which cover aspects of 

emotional burden.37-39 Whether these measures pro-

vide a comprehensive assessment of emotional work 

requires further research, and this important aspect of 

living with chronic illness must not be overlooked.

This study had limitations in that it involved a 

secondary analysis of previously collected qualitative 

data that was not originally intended to explore the 

issue of treatment burden, but rather to explore patient 

perceptions of the challenges they faced in living with 

heart failure and their knowledge and understanding of 

their illness. It is therefore possible that not all aspects 

of treatment burden have been identifi ed, and it will 

be important to undertake collection of prospective 

qualitative data that is focused entirely on this issue to 

verify these results. Second, this is a qualitative study 

that identifi es areas of treatment burden, but does not 

provide information about the relative importance of 

the components of this burden. Also, the interviews 

were conducted with patients from the United King-

dom; therefore, our knowledge of treatment burden 

is limited to this patient group. There are likely to be 

many similarities between patient work in the United 

Kingdom and other westernized countries, such as the 

United States, but there will also be differences wor-

thy of exploration. For example, differences in health 

care systems create different burdens, with negotiating 

with insurers and fi nancial constraints being a major 

consideration for US patients when managing chronic 

illness. Finally, ours was an entirely novel use of NPT. 

Although this theory appears to offer a robust con-

ceptual framework for understanding the burden of 

treatment, further work is needed to substantiate and 

develop it as a means of understanding burden of treat-

ment in chronic illness. 

Our study also had noteworthy strengths. They 

include the large number of patient interviews ana-

lyzed, as well as the robust approach to analysis, using 

a clear theoretical framework, conducted by 2 parties 

independently, with comparison of results and discus-

sion of any differences with a third party. Furthermore, 

the approach taken allowed critical appraisal of the 

utility of NPT as a theory to aid conceptualization of 

the problem of treatment burden.

In conclusion, this study has identifi ed key com-

ponents of treatment burden experienced by patients 

with chronic heart failure and comorbidities. Although 

further exploration and patient endorsement are nec-
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essary, our fi ndings lay the foundation for a new target 

for treatment and quality improvement efforts toward 

patient-centered care. This study also suggests that 

NPT is a useful theoretical framework for understand-

ing patients’ experiences of illness and health care 

services, and their active contributions to their overall 

care and self-care.

To read or post commentaries in response to this article, see it 
online at http://www.annfammed.org/cgi/content/full/9/3/235.
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